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The Work Practices and Employment Patterns of parents of a child with an Intellectual 
Disability, with a specific focus on Rett syndrome. 
Abstract 
Objective: To review the literature examining the work practices and employment patterns of 
parents of a child with an intellectual disability, with a specific focus on Rett syndrome. 
Method: Electronic database searches of Medline, Cinahl and lSI Web of Knowledge and 
manual searches of reference lists were conducted. Government Reports obtained from 
Australian Bureau of Statistics were also examined. Quality of articles was assessed using 
Qualitative and Quantitative Assessment Checklists from Standard Quality Assessment 
Criteria for Evaluating Primary Research Papers used to assess quality of literature. 
Results: The work practices and employment patterns of parents of children with intellectual 
disabilities are influenced by the timing of symptom onset and clinical or prenatal diagnosis, 
the family structure, including the number of and age of family members, as well as the 
flexibility allowance of their partaken work place. The psychological implications 
accompanying parents are an important factor resulting in the chosen employment. 
Conclusion: Population based research is needed to allow for generalisation of results and to 
encourage government policy amendments and reviews to promote continued workplace 
flexibility for parents with a child with an intellectual disability. 
Author: Jessica Coles 
Supervisor: Dr Helen Leonard 
Dr Sonya Girdler 
Ms Alison Anderson 
Ms Ami Bebbington 
Submitted: October 2010 
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The Work Practices and Employment Patterns of parents of a child with an Intellectual 
Disability, with a specific focus on Rett syndrome. 
Introduction 
Rett syndrome is a progressive neurodevelopmental disorder (Deidrick, Percy, Schanen, 
Mamounas, & Maria, 2005), primarily affecting females (Lane & Percy, 2005). It affects 
approximately 1:9 000 females in the general population (Laurvick, De Klerk, & Bower, 
2006), and is considered a leading cause of severe intellectual disability in females (Alvarez-
Saavedra, Kang, Saez, Zoghbi, & Young, 2007; Laurvick, De Klerk, et al., 2006). Rett 
syndrome is characterised by cognitive and communication impairments, growth failure 
(Deidrick et al., 2005; Lane & Percy, 2005), and may be associated with decelerated growth 
in head circumference (Knezevic, Matijevic, Pavelic, & Slavica, 2008). Serious 
comorbidities, including epilepsy and scoliosis may also be associated with children with 
Rett syndrome (Ghidoni, 2007). Other common manifestations include stereotypic hand 
movements, with the loss of functional hand use and a decrease in gross motor capabilities 
(Barbosa et al., 2006; Carteret al., 2010). 
Since the discovery in 1999 of the relationship between Rett syndrome and mutations in the 
MECP2 gene, located on the distal part of Xq28 (Amir et al., 1999; Freilinger et al., 2007), 
Rett syndrome diagnosis has been assisted by genetic testing (Jedele, 2007; Knezevic et al., 
2008; Leonard, Fyfe, Dye, Hockey, & Christodoulou, 2000). In approximately 70% (Colvin 
et al., 2004) to 90% (Renieri et al., 2003) of classical Rett syndrome cases , there is a 
sporadic mutation in the gene MECP2. This gene encodes the methyl-CpG-binding protein 2 
(MeCP2) (Jedele, 2007; Knezevic et al., 2008) which is critical to early, postnatal brain 
growth and development (Alvarez-Saavedra et al., 2007; Ghidoni, 2007; Glaze, 2005). 
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However, more than 200 different mutations have been found in individuals with a Rett 
syndrome diagnosis (Baris & Battaloglu, 2009). The eight most common and recurrent of 
these mutations make up approximately two-thirds of all clinical cases with a MECP2 
mutation and include p.R133C, p.T158M, p.R255X, p.R270X, p.R294X, p.R306C, R106W 
and R168X (Annese et al., 2007; Baris & Battaloglu, 2009; Colvin et al., 2004; Louise et al., 
2009). The diagnosis of Rett Syndrome may, in some cases, follow an earlier diagnosis of 
autism (Louise et al., 2009; Young et al., 2008), cerebral palsy or intellectual disability 
(Hagberg, Aicardi, Dias, & Ramos, 1983; Lane & Percy, 2005; The Rett Syndrome 
Diagnostic Criteria Work Group, 1988). Young, et.al. (2008) found that females who have a 
p.R306C and p.T158M MECP2 mutation were more likely to have an initial diagnosis of 
autism than those with other mutations. 
The clinical characteristics of Rett syndrome were originally defined in four stages (Hagberg 
& Witt-Engerstrom, 1986) and diagnostic criteria have now been refmed to identify both 
classical and atypical forms (Hagberg, Hanefeld, Percy, & Skjeldal, 2002). The original Rett 
syndrome criteria state that, following a normal pregnancy, the infant with Rett syndrome 
will experience normal development during the first six months of life (Hagberg et al., 1983; 
The Rett Syndrome Diagnostic Criteria Work Group, 1988). However, a 1998 study based on 
the Australian population-based Rett syndrome database found that from a parent perspective, 
just under half of clinicalJy diagnosed children had actually experienced unusual behaviours 
and developmental patterns in the early months of their life (Leonard & Bower). In 
addressing intellectual disabilities as a whole, the timing of the onset of clinical symptoms, 
awareness of what is to come, for example prenatal testing of Down syndrome and the 
clinical diagnosis are all significant factors linking to the impact on the parents and their 
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work practices. The clinical severity and presentation of different intellectual disabilities is 
also variable amongst individuals, and therefore this needs to be a considered factor in terms 
of parenting and employment practice. 
Epilepsy (Brockmann, Gartner, Hupple, Kohler, & Stettner, 2007), sleep disturbances (de 
Klerk et al., 2007), scoliosis, and respiratory difficulties (Albage et al., 2007) , all of which 
impact on the burden of care for parents, are common in Rett syndrome. However, little 
research has considered the impact that Rett syndrome and associated comorbidities have on 
parents and other family members. In a 2006 study that explored the relationships of a 
mothers physical and mental well-being when caring for a child with Rett syndrome, less 
than half the mothers in dual parent households worked either part-time or full-time outside 
of the family home whilst caring for a child with Rett syndrome (Laurvick, Msall, et al.). This 
stands in contrast to the Australian normative population, where approximately 60% of 
single parents and 62% of parents in dual parent families, work at a minimum of part-time 
(Australian Bureau of Statistics, 2009). The reduced level of paid employment likely reflects 
the physical, psychological, and financial demands placed upon parents caring for a child 
with a severe intellectual disability (Retzlaff, 2007). In 2007, only 14% of all working parents 
used their entitled leave within employment to care for a child at home (Australian Bureau of 
Statistics, 2009), with others withdrawing from paid employment all together when adequate 
childcare services and ~upport were unavailable (Olsson & Hwang, 2006). There has, 
however, been no research focusing on the reasons that parents of children with Rett 
syndrome are participating in their particular means of employment and whether or not they 
are performing to their full capabilities and potentials. 
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The objective of this narrative literature review was to examine the research relevant to the 
work practices and employment patterns of parents of a child with an intellectual disability, 
with a specific focus on Rett syndrome. 
Methodology 
Search Strategy 
Due to the paucity of research examining Rett syndrome, the overall literature search was 
broadened to include the work practices and employment patterns of parents of children with 
all intellectual disabilities. To gain understanding beyond this, comparative data was 
reviewed to evaluate alongside the population of parents of typically developing children. A 
prior criterion for the inclusion and exclusion of studies were applied and only studies 
focusing solely on physical disabilities in children were excluded. Research involving both 
Australian and international samples were included, as well as available literature from any 
point in time, enabling a description of the variability of lifestyle changes in the workplace 
over time. This narrative literature review poses no restrictions on the level of evidence of the 
study or sample size of the population reviewed. 
Searches were conducted across the Cinahl, Medline and lSI Web of Knowledge electronic 
databases. The Australian Bureau Statistics was used to gain comparative data on the 
Australian population. Keywords used within these databases included intellectual disability, 
mental retardation and rare neurological disorder. These were all narrowed using the topics 
maternal employment, work practice, employment pattern, work force, parent employment 
and paternal labour to gain relevant areas of interest. These keywords were truncated and 
exploded to obtain the broadest amount of literature. A journal search was conducted on the 
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Journal of Applied Research of Intellectual Disabilities. End-text reference lists from articles 
were examined to gain additional resources. 
The Quantitative and Qualitative Checklists relating to the Quality Assessment Criteria Score 
in Evaluating Research Papers were utilised to extract and include the most relevant 
information from each study. Data was extracted from the literature regarding the study 
objective; the sample size and recruitment process, limitations to the study, as well as 
emerging themes and conclusions. 
Results 
Through electronic searches of the databases Medline, Cinahl and lSI Web of Knowledge, a 
total of 117 journal article titles and a number of abstracts were examined to produce the final 
number of 21 relevant studies. In addition, three literature reviews were used to provide 
background understanding of the topic. Government reports and documents were also 
obtained. The Family and Society Plus and Cochrane databases were querie~ but with 
minimal results. A search of ProQuest dissertations and theses was also completed; however 
these did not provide any results. 
Hierarchy of Evidence 
Overall, the studies varied in methodological quality, according to the hierarchy of evidence. 
In terms of Experimental-Type Design Approaches (DePoy & Gitlin, 2005), none of the 
studies fall under the criteria of Systematic Review, Randomised Control Trial or True-
Experimental Designs. There are four Quasi-Experimental Design studies, seven Pre-
Experimental Design studies and nine Non-Experimental Design studies. 
Work practices of parents of children with Rett syndrome 8 
The Work Practices and Employment Patterns 
A review of the literature failed to identify any research specifically investigating the impact 
of having a child with Rett syndrome on parental employment and work practices. As such, 
literature relating to children with developmental and intellectual disabilities, as well as rare 
disorders, was used to provide some information relevant to an understanding of this field of 
research. This broader topic indicates that parents adequately accommodate and make subtle 
changes in their life routines, particularly in terms of the mothers employment (Seltzer, 
Floyd, Greenberg, Hong, & Pettee, 2001). This has been described in terms of Diagnosis, 
Family Structure, Flexibility in the Workplace and Psychological Implications. 
Diagnosis 
Work participation among parents of a child with an intellectual disability is influenced by 
the timing of diagnosis and onset of symptoms (Seltzer et al., 2001 ). In this longitudinal study 
(n= 53) parents were found to successfully accommodate with subtle and major lifestyle 
changes following early reports of symptomatic behaviours (Seltzer et al., 2001). However, 
early diagnosis in Rett syndrome is uncommon due to the rarity of the disorder and often 
apparent normal development. Despite advances in genetic testing, Australian and 
international research has highlighted that rates of early diagnosis are still low due to the lack 
of reliable and valid resources (Burford, 2005; Fehr, 2009). The significant lifestyle, fmancial 
and emotional implicatio~s that having a child in the family with an intellectual disability 
has, can result in stress and restrictions on work practices (Warfield, 2001). 
When parents begin to observe their children developing abnormal patterns of behaviour, 
which following a diagnosis are later referred to as clinical symptoms, parent groups and 
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government support are unavailable. Parents are left to cope with these unrecognised patterns 
and changes as well as manage solely with the reliance on their immediate family and friends. 
Parents have reported that after their child had a clinical diagnosis of Rett syndrome, they 
were able to join support networks, both within Australia and internationally, where they 
would experience the social and supportive aspects from other parents (Fehr; Leonard et al., 
2004). A specific means of this was the development of the online emaillistserv, Rettnet, 
which was set up for parents of children with Rett syndrome to share experiences and make 
email contacts throughout the world pertaining to support and everyday life management 
(Leonard et al., 2004). Over three quarters (78%) of the participants who completed an 
internet based questionnaire based on the use of this listserv agreed that Rettnet supplied 
them with beneficial information into being a carer and balancing all aspects of life, both of 
their family, themselves and their workforce (Leonard et al., 2004). Such support has an 
indirect but substantial influence on parent work practices'. 
Data gained from the Australian Time Use Survey in 1997 contributed to a cross sectional 
study which concluded that parents of children with an intellectual disability, appeared to 
decrease their time spent on personal leisure activities, but increased their time available for 
socialisation (Brandon, 2007). This reflected the need for support and strong social networks, 
though it did not indicate whether or not this was most effective from family relatives and 
friends, or from other p<Jrents of children with an intellectual disability who had similar 
lifestyle experiences. Along with this, through research focus groups, it was revealed that the 
majority of mothers terminated their employment at the onset of their child's symptoms or 
when clinical diagnosis was obtained (Freedman, Litchfield, & Warfield, 1995). They 
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reflected on the reality that their caretaking responsibilities influenced their time management 
of personal care time, leisure participation and workforce decisions (Freedman et al., 1995). 
Using observational home visits and standardised assessment tools completed by family 
members (n = 89) and on their children with either developmental delay or Down Syndrome, 
it was found in an American study that the clinical severity of the child and the demand that 
this placed on the care taking responsibilities, influenced the number of hours the parents 
spent in paid employment each week (Booth & Kelly, 1999). This was also described in an 
Australian study which analysed the 1997 Time Use Survey described on the Australian 
Bureau of Statistics and compared the work practices of parents of dependent children with 
and without an intellectual disability or physical limitation (Gordon, Rosenman, & Cuskelly, 
2007). The use of adaptive equipment altered the childcare dependability (Booth & Kelly, 
1999) and the greater parenting demands increased the absenteeism from work (Warfield, 
2001). This latter study mirrored the results of in-depth interviews and self-administered 
questionnaires conducted on parents of school aged children and therefore it did not depend 
on school participation as a means of childcare. Thus flexibility in the work place is 
necessary for parents juggling multiple demands on their time. 
Family Structure 
Having a child with an intellectual disability impacts on the whole family structure (Mulroy, 
Aiberti, Bower, Leonard, & Robertson, 2008). In a study involving parents of children with 
both Rett syndrome and Down syndrome, parents were able to identify challenges and 
rewards they and their other children are faced with on a daily basis (Mulroy et al., 2008). In 
Work practices of parents of children with Rett syndrome 11 
a personal and intimate account of her expenences of parenting a daughter with Rett 
syndrome, Chris Babb (2007) described the natural highs, but emphasised the lows involved. 
"My experiences of Jane have been problematic, frustrating, disempowering and often 
exhausting"; " ... sense of loss and isolation over the years has often felt too huge to bear"; "I 
was totally dismissed by our local GP and the term 'over-anxious mother' was used"; "Over 
the following years help and support was a scarce resource for us as a family" (pg 15-17). 
These experiences can decrease the quality of life and well-being of parents (Eisenhower & 
Blacher, 2006). They have also been demonstrated to diminish the personal care and leisure 
time of individuals (Brandon, 2007). Although limited, research has suggested that overall, 
parenting a child with Rett syndrome may have a negative impact on the social outcomes of 
parents (Mulroy et al., 2008). In general, parents of children with intellectual disabilities 
experience considerably less social contact than those parents of typically developing 
children (Cuskelly, Pulman, & Hayes, 1998; Seltzer et al., 2001). Restrictions in work 
practices may also contribute to parent isolation. 
More research has focused on the mothers' role within the family, rather than the fathers. 
Historically, the household was the woman's domain (Cuskelly et al., 1998) while the man 
worked and became the ~ole income earner for a family. Though times have changed and 
more women are in the paid workforce, little has changed within the home (Cuskelly et al., 
1998). Consequently, a Swedish study has revealed that when a child with a disability is part 
of the family, lack of support from the father in the home, may result in the mother 
withdrawing from the work force (Olsson & Hwang, 2006). In 1979, only 40% of Australian 
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women aged over 15 years were employed, compared to 53% in 2004 (Australian Bureau of 
Statistics, 2006). Mothers have been shown to be more restricted by employment 
opportunities by having a child with a disability than fathers (Olsson & Hwang, 2006; Shearn 
& Todd, 2000). 
A sense of frustration that has emerged from postal questionnaires and face to face interviews 
regarding the employment situation and demographic details of mothers of school aged 
children with an intellectual disability was that "only paid employment is considered work" 
(Shearn & Todd, 2000). Child care responsibilities play a vital role in whether or not mothers 
participate in the paid work force, and where adequate care-taking is not available, they 
withdraw from employment to become full-time or part-time home carers to their children 
(Cuskelly et al., 1998). Through Australian interviews on a purposive sample of twenty 
couples, mothers were found to be less likely participating in paid employment outside of the 
home, but continued to be the primary carers and take on the maternal role of homemaker 
(Cuskelly et al., 1998). 
A 1992 Canadian study (n = 29) described the limited independence felt by fathers to meet 
personal and health needs, engage in recreational activities and participate in social activities 
when parenting a child with Rett syndrome (Perry, Sarlo-McGarvey, & Factor). However it 
did not explore the parental views and lifestyle prior to the child being born. A contrasting 
study reflected a father's readiness to participate in unpaid home and care giving tasks, 
resulting from the decrease in personal leisure time when there was a child with a disability in 
the family (Brandon, 2007). This was supported in Australian qualitative research ( n = 20) 
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which described fathers choosing to partake in household tasks, but who also felt obliged to 
fmancially provide for the family (Cuskelly et al., 1998). 
In a 2007 comparative study (n = 255), it was revealed that mothers of children with an 
intellectual disability experience lower levels of work participation than those with typically 
developing children (Gordon et al.). This study raised issues of children with intellectual 
disabilities living in single-parent households. Of those parents who do participate in paid 
employment, they were 14% more likely to be in a part-time work place, as oppose to full-
time (Gordon et al., 2007). With fewer opportunities to work, mothers of children with an 
intellectual disability in the United Kingdom, have been shown to have a lower working 
status and prospects of using their skills and abilities to their full potential (Kagan, Lewis, & 
Heaton, 1998; Shearn & Todd, 2000). The literature appears consistent throughout, with 
worldwide research, both longitudinal and cross sectional, indicating that parents work fewer 
hours in paid employment when they have a child with an intellectual disability (Kuhlthau & 
Perrin, 2001; Loprest & Davidoff, 2004; Salkever, 1982; Seltzer et al., 2001). 
Research is beginning to differentiate the work practice difference in having a child with a 
disability in a single parent household and a dual parent household with conflicting results. 
One Australian study revealed that single mothers were less likely to be participating in the 
paid work force (Gordon ~tal., 2007), whereas US study focused on the fmancial reason for a 
single mother of a child with an intellectual disability to work in full time rather than part 
time employment (Loprest & Davidoff, 2004). 
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Through the qualitative analysis of in-depth interviews, mothers of school aged children with 
an intellectual disability (n = 18) were shown to experience restricted employment 
opportunities (Shearn & Todd, 2000). They are required to fmd a balance in the relationships 
between their parenting demands, their work interests and abilities, and stress levels 
(Warfield, 2001). Clearly there are many interdependent factors, within the family 
infrastructure, that likely impact on a parent's potential to participate in paid employment. 
Flexibility in the Work Place 
All parents encounter common, yet separate hurdles when raising children, whether they have 
a disability or not (Seltzer et al., 2001 ). Balancing work and home responsibilities, while 
managing under normal circumstances, becomes more unattainable if the family has a child 
with a disability. The additional care demands impact on the work practices of both parents, 
reshaping the family structure and changing priorities. The majority of research has indicated 
that mothers of a child with a disability will experience life stresses regardless of their means 
of employment (Eisenhower & Blacher, 2006). 
In terms of the work place flexibility, the Australian Bureau of Statistics Social Trends 
Report (2010) refers to the National Employment Standards (Australian Government, 2010), 
which came in to practice on January 1 2010, indicating that parents of dependent children 
under the age of 18 yeaJS with an intellectual disability are entitled to request flexible 
working hours, whether part-time, working from home and job share arrangements. This 
links to the need for adequate child care support required by parents. 
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The demands in the home increase and for those parents who are working minimal hours in 
paid employment to make time to care for their disabled children, the stress of social isolation 
can also take its toll (Cuskelly et al., 1998). Research has shown that mothers of children with 
intellectual disabilities have a lower income and level of social engagement, as well as lower 
job stability (Seltzer et al., 2001). They find it difficult to find appropriate child care and 
hence, without suitable services available, they need flexible employment to allow them time 
to care from home (Eisenhower & Blacher, 2006). The need for employment not only 
encourages social support but is also be seen as a source of respite away from the child caring 
duties (Warfield, 2001). Work flexibility is essential for parents to be able to take their 
children to medical check-ups or unexpected therapy sessions (Brandon, 2007). It is 
therefore important to understand whether both mothers and fathers are following their 
chosen career. 
Psychological Implications 
Both positive and negative psychological implications of participating in paid employment 
outside of the home have been reported in relation to mothers of children with an intellectual 
disability (Brandon, 2007; Eisenhower & Blacher, 2006; Freedman et al., 1995; Gardner & 
Harmon, 2002; Kagan et al., 1998; Shearn, 1998; Shearn & Todd, 2000). Qualitative data 
collection has been a common means of gathering information and has enforced the sense of 
isolation and lack of personal fulfilment that mothers of children of an intellectual disability 
feel when they are unable to integrate themselves in a work community (Shearn & Todd, 
2000). Despite having a child that is ~ot typically developing, mothers still seek the 
opportunity for adult conversation, meaningful activity and to be able to identify their own 
personal uniqueness, separate to that of a carer (Shearn, 1998). 
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Employment choices of parents have varied from seeking to return to working status as soon 
as possible for routine and a sense of respite (Freedman et al., 1995) to judging the clinical 
severity, requirements and demands of their child in order to assess the prospect of time that 
can be spent working outside of the home (Booth & Kelly, 1999). Non-working mothers 
whom completed in -depth qualitative interviews and postal surveys in Wales declared that 
the "situation was inconsistent with their aspirations", meaning that having a child with an 
intellectual disability has removed them from the work force or employment of which they 
had aspired to be a part (Shearn, 1998). This conclusion is consistent with research on UK (or 
English) families (n = 40) who are struggling to combine employment with the care oftheir 
disabled child and indicate that they are working below their functional skill level and 
educational capacity to make ends meet in terms of family income and child care taking 
responsibilities (Kagan et al., 1998). 
Discussion 
This narrative literature review found a paucity of research describing the work practices and 
employment patterns of parents of children with an intellectual disability. None of this 
research focused solely on the effects on parents of children with Rett syndrome. The 
methodological quality of the research was low, ranging from quasi-experimental designs, to 
pre and non-experimental studies, with the majority being observational. 
The current literature available is not population-based. Sample sizes used were relatively 
small and purposive. Consequently it is difficult to generalise the results, meaning that data 
gained from a broader population sample is required so that purposeful conclusions and 
descriptions can be attained. The studies are also non specific to the variable intellectual 
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disability diagnoses that are hidden in today's society. Awareness and knowledge needs to be 
discovered to describe the impact of the most prominent disabilities, including both Rett 
syndrome and Down syndrome. These are leading causes of intellectual disabilities within 
Australia, yet little is known on how they specifically influence the work practices and 
employment practices of their parents. 
Future research in this area will play an important role in community and government 
policies relating to parents in the work place who have a child with an intellectual disability, 
specifically focusing on Rett syndrome. It is anticipated that this will allow easier obtainment 
and sustained employment and also flexibility and leave in chosen career paths. 
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The Work Practices and Employment Patterns of parents of a child with Rett syndrome. 
Abstract 
Purpose: The purpose of this study was to explore and describe the work practices and 
employment patterns of parents who have a child with Rett syndrome. 
Method: Parent questionnaire data from 2004, 2006 and 2009 in the population-based 
Australian Rett Syndrome Database (n = 227) was the source of data. This was supported by 
the family questionnaire data from the InterRett Database Pilot Study (n=154). Descriptive 
data analysis and logistic regression where appropriate were used to explore the relationships 
between an individual's work status and skill level, looking further in to their employment 
history and educational qualifications. 
Results: AussieRett mothers' skill level at birth of their daughter with Rett syndrome was not 
significantly associated with the working status by the time their child was 5 years old (p = 
0.119). Those mothers with a higher education level were more likely to return to work post 
birth of their child with Rett syndrome. For each additional year of maternal age the odds of 
being in paid employment when their child was five years old increased. Residing country 
influences employment patterns of mothers (p = 0.01) but not fathers (p = 0.872). Work 
practices of mothers from the United States were less affected by childcare difficulties than 
those from other countries. 
Conclusion: Mothers of children with Rett syndrome were more likely to reduce their 
workforce participation than fathers. It was important to take in to account the maternal age 
of the mother and birth order of the child with Rett syndrome as prior children has been 
shown to affect the working status. The fmdings in Rett syndrome appears to be consistent 
with the generally Australian community of families of a child with a disability. Further 
research could be used to develop policies and regulations in the work place for parents of a 
child with both known and unknown causes of intellectual disability. 
Author: Jessica Coles 
Supervisors: Dr Helen Leonard 
Dr Sonya Girdler 
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The Work Practices and Employment Patterns of parents of a child with Rett syndrome. 
Introduction 
Rett syndrome is an X-linked dominant disorder (The Rett Syndrome Diagnostic Criteria 
Work Group, 1988), a with an incidence of 1:9 000 females. (Laurvick, De Klerk, & Bower, 
2006). It is a neurodevelopmental disorder (Deidrick, Percy, Schanen, Mamounas, & Maria, 
2005) caused by a mutation in the MECP2 gene (Amir et al., 1999; Freilinger et al., 2007). 
This gene encodes the methyl-CpG-binding protein 2 (MECP2) (Baris & Battaloglu, 2009) 
and is a significant contributing factor to early growth and development (Alvarez-Saavedra, 
Kang, Saez, Zoghbi, & Young, 2007; Ghidoni, 2007; Glaze, 2005). Rett syndrome is 
characterised by apparent normal early development (Hagberg, Aicardi, Dias, & Ramos, 
1983), followed by deterioration in cognitive and communication skills (Knezevic, Matijevic, 
Pavelic, & Slavica, 2008). Co-morbidities associated with Rett syndrome include epilepsy, 
scoliosis and sleep disturbances (Ghidoni, 2007), but the most characteristic manifestation is 
the presence of stereotypical hand movements (Carteret al., 2010; Young et al., 2008). 
A review of the literature revealed that there is a paucity of research examining the work 
practices and employment patterns of parents of a child with Rett syndrome. Intellectual 
disabilities were consequently reviewed as a general overview, with girls and women with 
Rett syndrome occasionally forming a subset of the research participants. The significant 
lifestyle, financial and emotional implications of having a child in the family with an 
intellectual disability, can result in stress and restrictions on parental work practices 
(Warfield, 2001). Research suggests that overall, parenting a child with Rett syndrome may 
have a negative impact on the social outcomes of parents (Mulroy, Aiberti, Bower, Leonard, 
& Robertson, 2008). In general, parents of children with intellectual disabilities experience 
- . - - - -
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considerably less social contact than those parents of typically developing children (Cuskelly, 
Pulman, & Hayes, 1998; Seltzer, Floyd, Greenberg, Hong, & Pettee, 2001). Restrictions in 
work practices may also contribute to parent isolation and lifestyle stress, resulting from these 
challenges. 
Research has shown that mothers of children with intellectual disabilities have a lower 
income and level of social engagement, as well as lower job stability (Seltzer et al., 2001). 
They find it difficult to find appropriate child care and hence, without suitable services 
available, they need flexible employment to allow them time to care from home (Eisenhower 
& Blacher, 2006). The need for employment not only encourages social support but can also 
be seen as a source of respite away from the child caring duties (Warfield, 2001). Work 
flexibility is essential for parents to be able to take their children to medical check-ups or 
unexpected therapy sessions (Brandon, 2007). It is therefore important to understand why 
both mothers and fathers are involved in their particular chosen employment. 
The aim of this study was to describe the work practices and employment patterns of parents 
of girls and women with Rett syndrome. We hypothesised that parents would be working at a 
skill level below their educational capabilities and that most mothers would be either working 
part-time in paid employment or as a homemaker and primary carer to their child. 
Methodology 
Data were sourced from multiple waves of the population-based Australian Rett Syndrome 
Study (AussieRett) and from the International Rett Syndrome Database (InterRett). The 
Australian Rett Syndrome Database (ARSD) was established in 1993 as an ongoing 
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population-based registry of Australian children born since 1976 with a clinical or genetically 
confirmed diagnosis of Rett syndrome (Laurvick et al., 2006; Robertson et al., 2006). Cases 
for this cohort are referred from a variety of sources including the Australian Paediatric 
Surveillance Unit, the parent group, the Rett Syndrome Association of Australia and referring 
doctors (Leonard, Bower, & English, 1997). The Australian Rett Syndrome Database has 
undertaken a longitudinal data collection with follow-up postal surveys sent to parents in 
2002, 2004, 2006 and 2009. For this study, within the AussieRett dataset (n=358), parents 
were included if their daughter was confirmed as either classical or atypical Rett syndrome, 
had completed a family questionnaire, and where relevant data was available, leaving 227 
mothers to be included in the fmal analysis. A large amount of data was missing regarding 
the employment patterns of fathers and therefore meaningful results could not be concluded. 
InterRett is an international database established in 2003 to facilitate worldwide data 
collection of Rett syndrome cases through family and paediatrician questionnaires (Louise et 
al., 2009). It aims to obtain cross sectional data on large numbers of cases to provide the 
statistical power to undertake complex analysis concerning the relationship between genotype 
and phenotype (Bebbington et al., 2008). 
In 2007 the Australian Rett syndrome research team undertook a pilot study involving a 
subset of InterRett parent~. The main objective of the pilot study was to trial a protocol for 
the collection of work practices information from parents. Such data could support 
investigations into the underlying cause of mutations in the MECP 2 gene as workplace 
exposure is a plausible contributing factor. It was recognised that this pilot study also 
presented an opportunity to collect information on how parents had adapted their work 
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patterns and employment in order to meet the care requirements of a daughter with Rett 
syndrome. Consequently a set of 1 7 questions were included to support this secondary 
objective. The responses to these questions and some additional information from the 
InterRett family questionnaires, which had previously been completed by pilot participants, 
were used in the analysis. 
InterRett families were selected to participate in the pilot if they were a resident of an English 
speaking country and their daughter had a confirmed MECP2 mutation. Accordingly there 
were 173 potential participants. However where people were unable to be contacted or 
families withdrew, the fmal InterRett sample was made up of 154 participants over five 
countries (USA, UK, Canada, New Zealand and Australia). 
Data Analysis 
Individual job histories were obtained from questionnaires from ARSD questionnaires 
completed in 2004, 2006 and 2009. Raw data was cleaned and coded into personal timelines 
of mothers individual occupational employment history using the database Filemak:er Pro 
(Filemak:er Inc, 201 0). Missing information was obtained through brief telephone 
conversations regarding the mother's job history and assumptions were made in 
approximately 10% of the cases. For example, mothers whose job status was not specified 
prior to having children were assumed to be fulltime employees. The birth order of the girl 
with Rett syndrome and the maternal age of the mother at birth of the child were also key 
factors influencing the assumptions being made. Job skill level was used to classify the level 
of each job title participated in throughout an individual's history (Langridge, Li, Nassar, & 
Stanley, 2010). This is a classification as to the level of training or qualification that is 
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required for each particular occupation, through university studies, vocational training and 
qualifications, high school completion and on the job training. This was used to explore the 
relationship between the education level of an individual and the skill level at which they 
perform, and also to follow a trajectory of the skill level of jobs performed in prior to and 
post birth of their child with Rett syndrome. The STAT A statistical package was used for 
data analysis (StataCorp, 2003). 
Univariate analysis was used to examine the working practices of parents. Frequencies and 
percentages were used to describe parents in specific employment skill level categories, 
working either part-time or fulltime or whether they were participating in paid employment 
or not. These frequency tabulations described the working patterns of parents over individual 
timelines and trajectories, focusing on changes that may or may not occur at the time of 
diagnosis of their daughter with Rett syndrome. The areas that were investigated include the 
choice of employment of both the natural mother and father, whether or not their employment 
is matching or below their educational level and how they are managing fmancially. Despite 
the family income of each individual not being able to be measured against each specific age 
of the child with Rett syndrome, it was still possible to describe the ways that families felt 
they were coping financially in 2004, 2006 and 2009. We also took in to account the impact 
of any siblings or other immediate family members and their ages on anticipated work 
practices. Where data wer:e sufficient, Chi-square tests and logistic regression analysis were 
used to investigate factors associated with a mother's participation in the paid workforce at 
two time points following the birth of a child with Rett syndrome. 
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For InterRett participants (n = 154), work categories were described and systernised using the 
ANZSCO (Australian New Zealand Standard Classifications of Occupation) (Australian 
Bureau of Statistics, 2009a). Enumerative and iterative analysis was used to systematically 
code the qualitative responses of the InterRett questionnaire, with emerging themes assisting 
as comparative variables for the overall analysis (Portney & Watkins, 2009). These linked 
clearly to questions included in the 4-point Likert scales (Portney & Watkins, 2009) 
regarding the management and changes that may or may not have occurred since the time of 
the diagnosis. Family income, familial support, childcare arrangements and the fatiguing 
affects on family members were all explored. Descriptive statistics were used to compare and 
contrast each variable. Chi2 analysis was used to investigate possible relationships between 
the country of residence, and the age of the child with Rett syndrome on a parent's decisions 
to remain in paid employment. The ages of the children were grouped together in to 0 - 5 
years, school aged children and young adults (over 18 years). T -test were used to compare 
group means and one-way analysis of variance looked at independent variables. 
Ethics approval for this study was obtained from Princess Margaret Hospital for Children, in 
conjunction with Telethon Institute for Child Health Research prior to data being collect. An 
Ethics Declaration was also submitted to Edith Cowan University. An important ethical 
consideration to this research was to ensure participants remain anonymous and all data 
remains confidential. No .individual was able to be identified within the data source as a 
unique number had been put in place. 
The study was conducted in accordance with the ethics guidelines as explained in the 
National Statement on Ethical Conduct in Human Research (National Health and Medical 
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Research Council, 2007). Research did not proceed until ethics approval has been granted. 
There was very minimal risk of harm to the participants of this research as data has already 
been collected over the past eight years and measures had already been put in place to ensure 
complete confidentiality. 
Results 
Aussie Rett Data 
Families within the Australian Rett Syndrome Study (n = 227) were from all districts within 
Australia, both rural and metro. Girls and women from single-parent and dual parent families 
were included in the analysis. The mean age of the participating mothers was 28.9 years with 
a range from 15 to 4 2 years of age. 
As shown in table 1, nearly two thirds (64.33%) of participating mothers (n = 171) were 
working fulltime five years prior to giving birth to their child with Rett syndrome. However 
by the time the child was five years old, only 8.72% worked fulltime, with half to two thirds 
(61.54%) performing the role as the homemaker and primary carer to their child with Rett 
syndrome. Many mothers made the comment that 'full time work was not practical". 
However by the time the child reached 15 years of age, just over half of the mothers were in 
paid employment again, either part-time (37%) or fulltime (15%). Just 28% of mothers 
concluded that they would be in same job regardless of their child with Rett syndrome. 
Mothers' skill level, however was not associated with the working status of them by the time 
the child with Rett syndrome was 5 years of age (p = 0.119). 
Of those mothers who were participating in paid employment prior to giving birth to their 
daughter with Rett syndrome, 79% had returned to work five years later, compared to 21% 
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whom remained at home. There was no relationship between the skill level that they were 
performing at in this prior employment and whether or not they returned to the workforce (fr2 
= 7.348, p = 0.119) (Table 2). The distribution of skill levels at which mothers were 
employed (Langridge et al., 2010) at different time points in reference to the birth of their 
child with Rett syndrome are presented in Table 3. Prior to the birth of their child, 21% of 
mothers were working at a skill level of either 1 or 2 (i.e. at the level of diploma or higher 
academic qualification), whilst the same proportion (21%) were working as a homemaker. At 
the time of the birth of their child, almost two thirds (63.94%) of the mothers were a 
homemaker, with employment status remaining relatively stable until the child with Rett 
syndrome was approximately 8 years old. However from this age onwards there appeared to 
be increasing proportion of mothers who had returned to the workforce such that by aged 15 
years less than half were still homemakers and more than half in the workforce. Mothers 
commented that an important factor in choosing employment was that "the job also needed to 
fit into her mental, physical and emotional energy levels. This meant a lower skilled, lower 
paid job". Education level was strongly associated with future participation in the paid 
workforce. Mothers who were employed at a job skill level of 1, 2 (OR= 1.38; 95% CI 0.11 
-17.67), or 5 (OR= 1.85; 95% CI 0.15- 23.07) at the time of birth of their child with Rett 
syndrome, were more likely to be working (62%) than not working (38%) when their child 
was 5 years old. 
The relationship between education level and the skill level of mother's employment at 
different time points in relation to the birth of their child with Rett syndrome are presented in 
Table 4. Just under half (13/28) of mothers who had the highest education level were also 
working at the equivalent skill level years prior to their child being born. A further 40% were 
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working in paid employment at a lesser skill level with only 11% doing homemaking duties. 
One mother, who revealed that she "was considering returning to uni when 'Rett syndrome' 
happened!!!" describes her desire to be "more ambitious" in terms of education and training 
in order to participate in a higher skilled job. With education and qualification levels 2 (i.e. 
completion of high school or vocational or technical trade qualification) and 3 (i.e. primary 
school and some high school education), the majority of mothers were working in paid 
employment across the lesser skill levels 3, 4 and 5 (i.e. those that required vocational or on 
the job training), five years before their child with Rett syndrome was born. As seen in Tables 
4, 5 and 6, for the three education levels (i.e. 1 - bachelor degree or higher education, 2 -
completion of high school, or vocational or technical trade qualification, 3 - primary school 
or some secondary education) respectively, five years post birth of the child with Rett 
syndrome two-thirds of mothers were homemakers. 
Of mothers with an education level of 1 (i.e. those with a university degree or diploma) (n = 
28), 70% were working fulltime at either skill level 1 or 2 five years prior to their child with 
Rett syndrome being born (Table 5). A very small percentage (2/19) were working part-time 
and just three mothers were not in the workforce. By the time the child was five years old, 
just 8.57% were working fulltime and just under half (43.85%) were working part-time or 
casually, but the remaining 46% had not returned to the workforce. The education level of 
these mothers (level 1) w~s an associating factor to their work status five years post birth of 
their daughter with Rett syndrome (!£2 = 6.32, p = 0.042). By the time the child was fifteen 
years of age, more mothers had returned to the workforce, with just 22.22% reporting to be 
homemakers. This finding was in contrast to a comment made by a mother who stated that 
once her "daughter [was] past school age .... [she is] needed more and [had] even less time 
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to work than when she was at school". Of those who did return to work, around two-thirds 
were employed at a skill level of a three or more (i.e. employment requiring certificate III or 
higher). 
For mothers who had an education level of a 2 (i.e. completion of high school, or vocational 
or technical trade qualification) (n = 71) their work status and skill level of employment was 
impacted to a greater extent by having a child with Rett syndrome than those with a 
university degree or diploma (Table 6). Five years prior to the birth of their child with Rett 
s~drome, almost 70% were working fulltime at a skill level of 4 (i.e. requiring certificate II 
or III) or 5 (i.e. requiring certificate I or secondary education). Those who worked part-time 
appeared to be working at a higher skill level. When their child was five years old, 62% of 
these mothers were homemakers, with the remaining in paid employment, either fulltime 
(12.9%) or part-time (25.81 %). However by the time the child was 15 years of age over two-
thirds were in paid employment. Mothers at this middle education level (2) were considerably 
less likely (OR= 0.46; 95% CI = 0.12- 1.71) to be participating in paid employment than 
those with an education level of 1 (i.e. university degree or diploma) by the time their child 
with Rett syndrome was fifteen. One mother reported that having a daughter with Rett 
syndrome had resulted in her choosing to work with children with disabilities, commenting 
that she "would not have had the exposure to children with disabilities and hence would not 
have ventured in that direc;tion ". It was noted that as the child grew older, the rate of mothers 
returning to work from homemaking duties entered part-time employment, rather than 
fulltime employment (Table 6). 
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The most noticeable difference was for mothers with a lower education level of 3 (i.e. 
primary school or some high school education) (Table 7). Over various time points, more 
than half were working outside of paid employment in the home, performing care-taking and 
homemaking duties. When the child was five years old almost three quarters (73%) of 
mothers worked from home. Although this percentage had decreased by the time the child 
was aged twelve years, 59% of mothers were still homemakers. It was noted by mothers that 
it was difficult to "update skills when caring for daughter" with Rett syndrome. Compared 
with mothers at the highest education level those at the lowest education level (three) were 
less likely to be working at both five (OR= 0.32; 95% CI = 0.13- 0.79) and fifteen (OR= 
0.21; 95% CI = 0.06- 0.78) years after their daughter's birth (Table 8). The likelihood of 
being in paid employment for those at education level two was also reduced but to a lesser 
extent (Table 8). However maternal age also had a relationship with working status such that 
for every year in increase in maternal age, a mother was more likely to be in the workforce by 
the time the child with Rett syndrome was 5 years of age (OR= 1.05; 95% CI = 0.99- 1.12). 
Of the children for whom we had data on their place of residence (n=165) a high 96% of 
these were residing in the parental home with only 6 children living in community group 
homes or hostels. For those mothers whose children were living in the family home, a slight 
decline, from 14% to 6% occurred in mothers working five years prior to the birth of their 
child with Rett syndrome,_ until they were eight years old. This changed however, returning to 
12% by the time the child was fifteen years old. The place of residence of the child with Rett 
syndrome was not associated with their mother participating (57%) or not participating (43%) 
in paid employment at the 5 year time point (X2 = 0.84, p = 0.84). The proportion of mothers 
working five years post birth of their daughter with Rett syndrome also varied by birth order, 
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with 44.12% of those whose daughter was second born and 17.65% of those whom were 
fourth in the family, electing to return to work (.'t2 = 4.36, p = 0.23) (Table 9). 
In 2004, just under one third (30%) of families perceived their lifestyle as earning just enough 
money to get them through, with a slightly higher percentage ( 41%) agreeing that they are 
able to save a little bit as they go. "Living on only one wage worries me that when my 
husband retires we will continue to find it hard to live because we haven't been able to plan 
for the future". In 2009, the number of families able to save appeared to be increasing 
(47.77%) and the portion ofthose who were scraping through (22.93%) was on the gradual 
decline. 
Not all experiences with children with Rett syndrome have been negative to the employment 
and work practices of a mother. One mother indicated that "she motivates me to share what I 
have learnt with other families, " and another stating "without my daughter with Rett 
syndrome maybe I wouldn't be who I am today". 
InterRett Data 
The InterRett sample consisted of 1 00 mothers and 54 fathers of children with Rett syndrome 
from five different countries. Of these mothers, 76 (76%) were from the United States, 15 
(15%) from the United Kingdom, 7 (7%) from Canada, and 1 (1 %) residing in each Australia 
and New Zealand. Thirty three (35%) of their children with Rett syndrome were between the 
age of 0 and 5 years, 41 (43%) school aged children and 20 (22%) were over the age of 18 
years. Forty five of the fathers were from the United States (85%), four from Canada (9%) 
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and five from the United Kingdom (6%). They parented 17 children with Rett syndrome aged 
between 0 and 5 years, 26 children up to the age of 18 years and 8 in their early adulthood. 
The working status (i.e. fulltime, part-time, other or not at all) of mothers and fathers by 
country of residence is shown in Table 10. Overall just less than one third (n = 29) of mothers 
were working fulltime and over half (n = 56) working part-time. Of the US mothers, 27 
(35.5%) were working fulltime compared with 2 (9%) of the mothers from other countries 
and 36 (47.37%) were working part-time compared with 20 (87%) of mothers from the other 
countries (p = 0.01). The children of the working mothers (n = 85) ranged from 2 to 41 years 
of age (mean= 11 years). In contrast 50 (83.97%) of fathers were working fulltime and only 
10% part-time. Ofthe US fathers, 27 (82.9%) were working fulltime compared with 9 (89%) 
ofthose from other countries (X2 = 0.71, p = 0.872). 
Just over half (42/73) of the United States mothers and over three quarters (17/22) of all other 
mothers (X2 = 2.79, p = 0.094) revealed that their child with Rett syndrome had considerably 
influenced their decision to cut back their work employment hours; "her behaviour would 
make it impossible for me to return" to the workforce. The ages of the children who had 
(mean = 11.1) and had not (mean = 10.7) cut back their employment hours were similar 
(t(92) = -0.03, p = 0.98). Fathers were less likely (35%) than mothers (62%) to have reported 
that their hours of work were affected by having a child with Rett syndrome (T = 10.00, p = 
0.01). Nearly two thirds (60%) of UK fathers felt that their child's diagnosis has vastly 
impacted their decision to cut back their working hours. However only one third (15/45) US 
fathers felt this compared to less than half of fathers from other countries (X2 = 0.41, p = 
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0.53) (Table 12). The ages of the children of the fathers who had (mean= 7) or had not (mean 
= 12.3) cut back their employment hours varied (t(49) = -2.13, p = 0.04). 
As shown in Table 12, almost eighty percent of all fathers over all countries felt that they 
would be in the same means of employment regardless of their family circumstances (X2 = 
1.04, p = 0.31). On the other hand, two-thirds of the mothers reported that their means of 
employment had changed because they had a child with Rett syndrome (Table 11.) The 
proportions were similar for US mothers (61.3%) and mothers from elsewhere (65.2%). The 
residing country was not a predictive factor of mothers discontinuing their employment (X2 = 
0.11, p = 0.74). The ages of the children whose mothers reported they would (mean= 9.5 
years) or would not (mean= 12.5 years) be in the same job were similar (t(90) = 1.45, p = 
0.13). 
Available childcare arrangements were shown to make it difficult for mothers from Canada 
(71.43%), the United Kingdom (66.67%) and Australia (100%) to fmd concrete paid 
employment, while in the United States, more than half (40/76) of mothers made known that 
the availability of child care did not affect their choices. Overall, half of all mothers stopped 
work due to childcare difficulties and being the homemaker of the family, where the 
remaining were able to continue in some means of paid employment (X2 = 2.72, p = 0.09) 
(Table 11). The ages of the children whose mothers reported they did (mean= 11. 25 years) 
or did not (mean= 11.3 years) have difficulty with child care were similar, though it did not 
affect the outcome (t(92) = 0.02, p = 0.98). 
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The reporting of time lost from work due to appointments with health professionals involved 
in health-care and intervention services for the children with Rett syndrome varied between 
the US and other countries. Of the US mothers 67% (49/73) agreed that they have had to 
sacrifice time from work to attend these compare with 91.7% (22/24) of mothers from 
elsewhere (X2 = 5.55, p = 0.02) (Table 11). For fathers, similar percentages from the US 
(65.1 %) and from other countries (66.7%) agreed that they have had to sacrifice time from 
work attend appointments (X2 = 0.01, p = 0.93) (Table 12). However overall only 65.4% 
(34/52) of fathers' felts that their employment was impacted compared with 73.2% for 
mothers (X2 = 0.99, p = 0.32). Mothers were more likely to experience increased fatigue 
levels (52.53%) than fathers (21.15%) since the diagnosis of their child (X2 = 13.79, p = 
0.00). However just under half of the mothers from the United Kingdom revealed their work 
practice was not influenced by their fatigue levels. The child's age group did not appear to 
have a noteworthy influence on factors relating to childcare arrangements (p = 0.593), 
reduced employment hours (p = 0.825), fatigue (p = 0.468) or time lost to from work to 
appointments (p = 0.256) for the mothers work practices. 
The relationship between the education level and working status of both mothers and fathers 
is presented in Table 13. Of mothers with a higher education level classification (n = 3 7) 17 
(39.5%) worked fulltime and 20 (46.51 %) part-time. The majority of fathers (22/25, 88%) 
with the highest education level work fulltime and just 3/25 (12%) worked part-time. 
However all fathers with a school accreditation qualification work fulltime. In contrast, of 
those mothers with a school accreditation qualification level (n = 15), 12/15 (80%) were 
working part-time and only two (13.33%) fulltime. Of those mothers (n = 13) with a 
vocational and training qualification over three quarters (10/13) worked in fulltime paid 
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employment. Mothers with higher education and school accreditation reported that as many 
as half had cut down their hours at work to care for their child. On the other hand 12 (92%) 
mothers with vocational and training qualifications (n = 13) had cut down their work hours to 
care for their child with Rett syndrome. In contrast only one father was not in paid 
employment. 
In terms of whether or not their employment would have differed had they had a typically 
developing child, 62.24% of mothers said they would not be doing their current job (Table 
11), compared to 79.2% of fathers who felt that they would be in the same job regardless of 
their lifestyle. The education level of mothers influenced their perception of the need to stop 
working following the diagnosis of their child. Of those with a higher education level 
approximately 60% disagreed about the need to cease employment whilst those with a school 
accreditation or vocational and training qualification (19%) were more likely to agree about 
the need to cease employment (X2 = 4. 74, p = 0.03). Opinions about their experience of 
losing time from work to attend their child's health appointments varied by parents' 
educational level (X2 = 6.07, p = 0.01). Over 80% of all mothers agreed this was a 
contributing factor. 
As described in Table 14, of those mothers who were working (n = 56) 41, 71% were 
working at the highest skill level jobs. The mean age of the child of this group of working 
mothers was 12 years with a range from 2 to 40 years. For those working at an ANZSCO 
level of 4 the mean age of their children was 9 years with a range from 3 to 29 years. In 
contrast less than two thirds (62.5%) of fathers were working at the highest job skill level 
(ANZSCO level 1) when the child was at a mean age of 9 and a half (Range = 2 to 24 years). 
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In total only 4% were working at an ANZSCO level of 4 (p = 0.09), with an age range of 
child from 2 to 35 years a half years. 
Every mother with a higher education skill level (n = 32) was in paid employment at the 
highest occupational skill level (level 1 ). However of those who had obtained school 
accreditation (n = 4) only half were working at an occupational skill level of 1 and the 
remainder at a lesser skill level of 4. A third of the mothers with a vocational and training 
qualification (n = 12) were working at a skill level of 1, with the remaining two-thirds 
distributed evenly over skill levels 2 through to 5. Similarly for fathers, those with higher 
education (n = 28) 85.7% were working at a skilllevel1 and 14.29% at a level2. Those with 
a vocational and training qualification (n = 9) had skill levels evenly dispersed between levels 
2 to 5. A third of those with school accreditation (n = 3) were working in skill level 1 
occupations, a third in skill level 2 occupations and the reminder in skill level 3. 
Comments were also made about factors influencing the decision to gain or remain in 
employment. An individual's experience with their child with a disability influenced many of 
their chosen career paths. However having a child with a disability has also forced them to 
turn down promotions and career advancements within the workforce; "restricted 
opportunities for promotion as unwilling to move from current are due to schooling and 
family support". Less th~ half the parents had supportive employers, and most families 
missed having two incomes, with the father, or higher earning parent, increasing their 
working hours to cope with the financial demands of caring for a family with a Rett 
syndrome child. "He earned the higher salary so we agreed I would take the most time off''. 
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Health care benefits provided from the work place was a deciding factor in employment, 
alongside the location of the work. 
Discussion 
This study has shown that mothers of children with Rett syndrome are likely to reduce their 
workforce participation and involvement, with fathers employment being less affected, 
reflecting the physical, mental and emotional energy that is required of them to work in paid 
employment whilst being the primary carer for their child with Rett syndrome. Throughout 
the literature this appears to be a common trend amongst all intellectual disabilities when it is 
discussed that "only paid employment is considered work" (Shearn & Todd, 2000). Similarly 
to the findings of a recent Australian Social Trends report (Australian Bureau of Statistics, 
2008) not only does having a child with Rett syndrome put financial and emotional stress on 
the family with the cost of extra hospitalisation and therapy interventions, this data analysis 
also revealed the indirect costs of reduced workforce opportunities and participation both on 
an Australian and international scale. 
TheCcduntry in which parents were residing impacted more on the working status of mothers 
than fathers. It also influenced mothers' and fathers' decisions to remain or obtain their 
current job. The education level of Australian mothers also impacted whether or not they 
maintained or returned to ·the workforce at both five and fifteen years following the birth of 
their child. Overall having a child with a diagnosis ofRett syndrome had much less impact on 
fathers' than on mothers' employment with 80% stating that they would be in the same job 
regardless of their situations. The education level of mothers influenced whether or not they 
returned to work. 
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On a broad note, the skill level at which mothers were employed at often decreased along 
with their working status following the birth of their child. This had possibly occurred so that 
the mothers could obtain and remain in flexible employment to allow for unanticipated time 
off work. It has been found within Australia and overseas that families whom have a child 
with a disability generally have a lower income than those families without a child with a 
disability (Australian Bureau of Statistics, 2008). Qualitative comments regarding this 
revealed the need to seek of lesser paid, flexible employment allows for these families with a 
child with Rett syndrome to have a means of a second income. Through both international 
and Australian research, including this study, the higher earning parent generally remains in 
fulltime employment with the other, predominantly the mother, remaining at home as a 
primary care. This often will reflect the social isolation and stress of mothers when they are 
unable to integrate themselves in to a working community (Shearn & Todd, 2000). 
In many cases, the timing of ceasing or reducing paid employment occurred once their child 
with Rett syndrome was born. However some parents were already out of the workforce due 
to prior birth of other children or because due to traditional workplace practices, women were 
the homemaker whilst men were the fulltime workers. This is why it was important to take in 
to account the maternal age at birth of the mother and birth order of the child with Rett 
syndrome. Further research into specific workplace regulations in terms of women in the 
workforce could be completed in relation to specific time points of these employment 
patterns in terms of when their child was born. 
The findings for Rett syndrome appears to be inconsistent with the generally Australian 
community of families with a disability in which 99.7% of children aged between 0-14years 
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who have a disability, remain in the family home with their natural mother and father 
(Australian Bureau of Statistics, 2009b) as opposed to community hostels, institutions or care 
facilities. In relation to this, the lack of adequate child care arrangements (Cuskelly et al., 
1998) was supported in this study with many parents, both internationally and throughout 
Australia, referring to this as a reason for not returning to paid employment as anticipated. 
This is the first time this topic has been investigated in specific relation to Rett syndrome or 
any other intellectual disability disorder in Australia. Limitations to this study include the 
missing data on fathers' work trajectories, the collection of which would have required 
additional resources. Therefore the Australian analysis was restricted to the data from 
Australian mothers with only a limited overview of fathers' work practices. Individual 
families may not have participated in every follow-up questionnaire or failed to answer all 
questions, but due to the fact this is a population-based study, we are still able to achieve 
accurate results and summaries. However, InterRett sample was not population-based and 
was also restricted to those from English -speaking countries. 
Further research could be used to develop policies and regulations in the work place for 
parents of a child with both known and unknown causes of intellectual disability. Extension 
to this research to make comparisons with the work practices of the normative population will 
be important. Detailed res.earch into the work place rules and regulations of women that have 
changed over time could identify other factors that may have influence the work practices. 
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Table 1. Job Status of AussieRett Mothers along the timeline of when their child with 
Rett syndrome was born. 
Job Status Freq. Percent Cum.% Freq. Percent Cum.% 
5 years prior At Birth 
Unknown 1 0.58 0.58 2 0.94 0.94 
Full time a 110 64.33 64.91 28 13.15 14.08 
p . b art-tlme 18 10.53 75.44 32 15.02 29.11 
Casual 5 2.92 78.36 6 2.82 31.92 
Homemaker 36 21.05 99.42 145 68.08 100.00 
Student 1 0.58 100.00 0 0.00 100.00 
Total 171 100.00 213 100.00 
5 years post 8 years post 
Unknown 0 0.00 0.00 0 0.00 0.00 
Full time a 17 8.72 8.72 18 10.65 10.65 
p . b art-tlme 50 25.64 34.36 43 25.44 36.09 
Casual 5 2.56 36.92 6 3.55 39.64 
Homemaker 120 61.54 98.46 101 59.76 99.41 
Student 3 1.54 100.00 1 0.59 100.00 
Total 195 100.00 169 100.00 
1 0 years post 15 years post 
Unknown 0 0.00 0.00 0 0.00 0.00 
Full time a 16 10.96 10.96 15 14.85 14.85 
p . b art-tlme 44 30.14 41.10 37 36.63 51.49 
Casual 7 4.79 45.89 4 3.96 55.45 
Homemaker 78 53.42 99.32 45 44.55 100.00 
Student 1 0.68 100.00 0 0.00 100.00 
Total 146 100.00 101 100.00 
Note. aOver 35 hours of work per week. b Under 35 hours of work per week. 
Table 2. The relationship between Job Skill Level of AussieRett Mothers and whether 
or not they are working, 5 years post birth of their child with Rett syndrome. 
Skill Level Not Working Working Total 
1 2 13 15 
13.33 86.67 100.00 
15.38 26.53 24.19 
2 1 9 10 
10.00 90.00 100.00 
7.69 18.37 16.13 
3 3 3 6 
50.00 50.00 100.00 
23.08 6.12 9.68 
4 6 12 18 
33.33 66.67 100.00 
46.15 24.49 29.03 
5 1 12 13 
7.69 92.13 100.00 
7.69 24.49 20.97 
Total 13 49 62 
20.97 79.03 100.00 
100.00 100.00 100.00 
2 X = 7.35, p = 0.12 
Note. X 2 = Pearson chi2(1) 
Table 3. Job Performance Skill Levels of AussieRett Mothers along the timeline of when 
their child with Rett syndrome was born. 
Skill Level Freq. Percent Cum.% Freq. Percent Cum.% 
5 years prior At Birth 
1 21 12.96 12.96 18 8.65 8.65 
2 16 9.88 22.84 12 5.77 14.42 
3 22 13.58 36.42 10 4.81 19.23 
4 37 22.84 59.26 19 9.13 28.37 
5 32 19.75 79.01 16 7.69 36.06 
6 34 20.99 100.00 133 63.94 100.00 
Total 162 100.00 208 100.00 
5 years post 8 years post 
1 14 7.14 7.14 14 8.19 8.19 
2 10 5.10 12.24 12 7.02 15.20 
3 9 4.59 16.84 7 4.09 19.30 
4 24 12.24 29.08 21 12.28 31.58 
5 12 6.12 35.20 12 7.02 38.60 
6 127 64.80 100.00 105 61.40 100.00 
Total 196 100.00 171 100.00 
1 0 years post 15 years post 
1 15 10.27 10.27 13 12.62 12.62 
2' 8 5.48 15.75 8 7.77 20.39 
3 7 4.79 20.55 10 9.71 30.10 
4 24 16.44 36.99 16 15.53 45.62 
5 12 8.22 45.21 10 9.71 55.34 
6 80 54.79 100.00 46 44.66 100.00 
Total 146 100.00 103 100.00 
Note. Skill Levels: 
1. Bachelor degree or higher qualification. 5 yrs relevant experience may substitute this. 
2. Associate Degree, Advanced Diploma or Diploma. 3 yrs relevant experience may substitute this. 
3. Certificate IV or III and at least two years on-the-job training. 
4. Certificate II or III. 3 yrs relevant experience may substitute this. 
5. Certificate 1 or Completetion of Secondary Education. 
6. No assigned skill level. Homemaker of the family or where the skill level is unknown. 
On the job training may be required for employment within each skill level. 
Table 4. Aussie Rett Mothers Education Level at Birth in comparison to their Job Skill Level at different time points. 
Education Level 1 2 3 4 5 6 Total 1 2 3 4 5 6 Total 
5 year Prior to Birth Birth 
1 13 6 3 1 2 3 28 10 3 1 0 1 20 35 
46.43 21.43 10.71 3.57 7.14 10.71 100.00 28.57 8.57 2.86 0.00 2.86 57.14 100.00 
76.47 50.00 16.67 4.17 10.00 13.64 24.78 76.92 37.50 14.29 0.00 9.09 20.41 23.33 
2 3 5 9 12 9 9 47 2 4 5 9 5 38 63 
6.38 10.64 19.15 25.53 19.15 19.15 100.00 3.17 6.35 7.94 14.29 7.94 60.32 100.00 
17.65 41.67 50.00 50.00 45.00 40.91 41.59 15.38 50.00 71.43 69.23 45.45 38.78 42.00 
3 1 1 6 11 9 10 38 1 1 1 4 5 40 52 
2.63 2.63 15.79 28.95 23.68 26.32 100.00 1.92 1.92 1.92 7.69 9.62 76.92 100.00 
5.88 8.33 33.33 45.83 45.00 45.45 33.63 7.69 12.50 14.29 30.77 45.45 40.82 34.67 
Total 17 12 18 24 20 22 113 13 8 7 13 11 98 150 
15.04 10.62 15.93 21.24 17.70 19.47 100.00 8.67 5.33 4.67 8.67 7.33 65.33 100.00 
100.00 100.00 100.00 100.00 100.00 100.00 100.00 100.00 100.00 100.00 100.00 100.00 100.00 100.00 
5 years Post Birth 8 years Post Birth 
1 8 3 3 1 1 21 37 9 6 3 1 1 15 35 
21.62 8.11 8.11 2.70 2.70 56.76 100.00 25.71 17.14 8.57 2.86 2.86 42.86 100.00 
72.73 37.50 37.50 5.88 9.09 21.00 23.87 81.82 66.67 42.86 5.88 9.09 18.07 25.36 
2 2 5 5 10 3 38 63 1 3 4 11 3 31 53 
3.17 7.94 7.94 15.87 4.76 60.32 100.00 1.89 5.66 7.55 20.75 5.66 58.49 100.00 
18.18 62.50 62.50 58.82 27.27 38.00 40.65 9.09 33.33 57.14 64.71 27.27 37.35 38.41 
3 1 0 0 6 7 41 55 1 0 0 5 7 37 50 
1.82 0.00 0.00 10.91 12.73 74.55 100.00 2.00 0.00 0.00 10.00 14.00 74.00 100.00 
9.09 0.00 0.00 35.29 62.64 41.00 35.48 9.09 0.00 0.00 29.41 63.64 44.58 36.23 
Total 11 8 8 17 11 100 155 11 9 7 17 11 83 138 
7.10 5.16 5.16 10.97 7.10 64.52 100.00 7.97 6.52 5.07 12.32 7.97 60.14 100.00 
100.00 100.00 100.00 100.00 100.00 100.00 100.00 100.00 100.00 100.00 100.00 100.00 100.00 100.00 
10 years Post Birth 15 years Post Birth 
1 11 2 2 2 2 10 29 9 1 3 1 1 4 19 
37.93 6.90 6.90 6.90 6.90 34.48 100.00 47.37 5.26 15.79 5.26 5.26 21.05 100.00 
84.62 33.33 33.33 0.09 18.18 15.38 23.58 75.00 14.29 33.33 8.33 10.00 10.81 21.84 
2 1 4 3 11 3 26 48 3 4 3 8 2 14 34 
2.08 8.33 6.25 22.92 6.25 54.17 100.00 8.82 11.76 8.82 23.53 5.88 411.18 100.00 
7.69 66.67 50.00 50.00 27.27 40.00 39.02 25.00 57.14 33.33 66.67 20.00 37.84 29.08 
3 1 0 1 9 (i 29 46 0 2 3 3 7 19 34 
2.17 0.00 2.17 19.57 13.04 63.04 100.00 0.00 5.88 8.82 8.82 20.59 55.88 100.00 
7.69 0.00 16.67 40.91 54.55 44.62 37.40 0.00 28.57 33.33 25.00 70.00 51.35 39.09 
Total 13 6 6 22 11 65 123 12 7 9 12 10 37 87 
10.57 4.88 4.88 17.89 8.94 52.85 100.00 13.79 8.05 10.34 13.79 11.49 42.53 100.00 
100.00 100.00 100.00 100.00 100.00 100.00 100.00 100.00 100.00 100.00 100.00 100.00 100.00 100.00 
Table 5. Job Skill Level and Job Status of AussieRett mothers with an Education Level of 18 at three -different time points. 
Skill 5 years Prior to Birth 5 years Post Birth 15 years Post Birth 
Level Fulltime Part-time Casual Homemaker Total Fulltime Part-time Casual Homemaker Student Total Fulltime Part-time Casual Homemaker Total 
1 10 2 1 0 13 3 5 0 0 0 8 4 4 0 0 8 
76.92 15.38 7.69 0.00 100.00 37.50 62.50 0.00 0.00 0.00 100.00 50.00 50.00 0.00 0.00 100.00 
50.00 100.00 33.33 0.00 46.43 100.00 38.46 0.00 0.00 0.00 22.86 80.00 50.00 0.00 0.00 44.44 
2 4 0 2 0 6 0 2 1 0 0 3 0 1 0 0 1 
66.67 0.00 33.33 0.00 100.00 0.00 66.67 33.33 0.00 0.00 100.00 0.00 100.00 0.00 0.00 100.00 
20.00 0.00 66.67 0.00 21.43 0.00 15.38 50.00 0.00 0.00 8.57 0.00 12.50 0.00 0.00 5.56 
3 3 0 0 0 3 0 2 1 0 0 3 0 2 1 0 3 
100.00 0.00 0.00 0.00 100.00 0.00 66.67 33.33 0.00 0.00 100.00 0.00 66.67 33.33 0.00 100.00 
15.00 0.00 0.00 0.00 10.71 0.00 15.38 50.00 0.00 0.00 8.57 0.00 25.00 100.00 0.00 16.67 
4 1 0 0 0 1 0 1 0 0 0 1 1 0 0 0 1 
100.00 0.00 0.00 0.00 100.00 0.00 100.00 0.00 0.00 0.00 100.00 100.00 0.00 0.00 0.00 100.00 
5.00 0.00 0.00 0.00 3.57 0.00 7.69 0.00 0.00 0.00 2.86 20.00 0.00 0.00 0.00 5.56 
5 2 0 0 0 2 0 1 0 0 0 1 0 1 0 0 1 
100.00 0.00 0.00 0.00 100.00 0.00 100.00 0.00 0.00 0.00 100.00 0.00 100.00 0.00 0.00 100.00 
10.00 0.00 0.00 0.00 7.14 0.00 7.69 0.00 0.00 0.00 2.86 0.00 12.50 0.00 0.00 22.22 
6 0 0 0 3 3 0 2 0 16 1 19 0 0 0 4 4 
0.00 0.00 0.00 100.00 100.00 0.00 10.53 0.00 84.21 5.26 100.00 0.00 0.00 0.00 100.00 100.00 
0.00 0.00 0.00 100.00 10.71 0.00 15.38 0.00 100.00 100.00 54.29 0.00 0.00 0.00 100.00 22.22 
Total 20 2 3 3 28 3 13 2 16 1 35 5 8 1 4 18 
71.43 7.14 10.71 10.71 100.00 8.57 37.14 5.17 45.71 2.86 100.00 27.78 44.44 5.56 22.22 100.00 
100.00 100.00 100.00 100.00 100.00 100.00 100.00 100.00 100.00 100.00 100.00 100.00 100.00 100.00 100.00 100.00 
Note. "Level 1 Education is classified as an individual with a Bachelor Degree, Graduate Diploma or Postgraduate Degree. 
Table 6. Job Skill Level and Job Status of AussieRett mothers with an Education Level of 28 at three different time points. 
Skill 5 xears Prior to Birth 5 xears Post Birth 15 years Post Birth 
Level Unknown Fulltime Part-time Casual Homemaker Total Fulltime Part-time Homemaker Total Fulltime Part-time Casual Homemaker Total 
1 0 2 1 0 0 3 0 2 0 2 0 3 0 0 3 
0.00 66.67 33.33 0.00 0.00 100.00 0.00 100.00 0.00 100.00 0.00 100.00 0.00 0.00 100.00 
0.00 6.90 20.00 0.00 0.00 6.67 0.00 12.50 0.00 3.23 0.00 25.00 0.00 0.00 8.82 
2 0 4 1 0 0 5 2 3 0 5 2 1 1 0 4 
0.00 80.00 20.00 0.00 0.00 100.00 40.00 60.00 0.00 100.00 50.00 25.00 25.00 0.00 100.00 
0.00 13.79 20.00. 0.00 0.00 11.11 25.00 18.75 0.00 8.06 25.00 8.33 100.00 0.00 11.76 
3 1 3 3 0 0 7 1 3 0 4 2 1 0 0 8 
14.29 42.86 42.86 0.00 0.00 100.00 25.00 75.00 0.00 100.00 66.67 33.33 0.00 0.00 100.00 
100.00 10.34 60.00 0.00 0.00 15.56 12.50 18.75 0.00 6.45 25.00 8.33 0.00 0.00 23.53 
4 0 12 0 0 0 12 4 6 0 10 3 5 0 0 8 
0.00 100.00 0.00 0.00 0.00 100.00 40.00 60.00 0.00 100.00 37.50 62.50 0.00 0.00 100.00 
0.00 41.38 0.00 0.00 0.00 26.67 50.00 37.50 0.00 16.13 37.50 41.67 0.00 0.00 23.53 
5 0 8 0 9 0 9 1 2.00 0 3 0 2.00 0 0 2 
0.00 88.89 0.00 100.00 0.00 100.00 33.33 66.67 0.00 100.00 0.00 100.00 0.00 0.00 100.00 
0.00 27.59 0.00 100.00 0.00 20.00 12.50 12.50 0.00 4.84 0.00 16.67 0.00 0.00 5.88 
6 0 0 0 0 0 9 0 0 38.00 38 1 0 0 13.00 14 
0.00 0.00 0.00 0.00 0.00 100.00 0.00 0.00 100.00 100.00 7.14 0.00 0.00 92.86 100.00 
0.00 0.00 0.00 0.00 0.00 20.00 0.00 0.00 100.00 61.29 12.50 0.00 0.00 100.00 41.18 
Total 1 29 5 1 9 45 8 16 38 62 8 12 1 13 34 
2.22 64.44 11.11 2.22 20.00 100.00 12.90 25.81 61.29 100.00 23.53 35.29 2.94 38.24 100.00 
100.00 100.00 100.00 100.00 100.00 100.00 100.00 100.00 100.00 100.00 100.00 100.00 100.00 100.00 100.00 
-
Note. 8Level 2 Education is classified as an individual who has Completed High School, holds a Trade or Technical Qualification, or an Advanced Diploma. 
Table 7. Job Skill Level and Job Status of AussieRett mothers with an Education Level of 38 at three different time points. 
Skill 5 years Prior to Birth 5 years Post Birth 15 years Post Birth 
Level Fulltime Part-time Homemaker Total Fulltime Part-time Casual Homemaker Student Total Fulltime Part-time Casual Homemaker Total 
1 1 0 0 1 1 0 0 0 0 1 0 0 0 0 0 
100.00 0.00 0.00 100.00 100.00 0.00 0.00 0.00 0.00 100.00 0.00 0.00 0.00 0.00 0.00 
4.00 0.00 0.00 2.63 100.00 0.00 0.00 0.00 0.00 1.82 0.00 0.00 0.00 0.00 0.00 
2 1 0 0 1 0 0 0 0 0 0 0 1 0 0 1 
100.00 0.00 0.00 100.00 0.00 0.00 0.00 0.00 0.00 0.00 0.00 100.00 0.00 0.00 100.00 
4.00 0.00 0,00 2.63 0.00 0.00 0.00 0.00 0.00 0.00 0.00 10.00 0.00 0.00 3.12 
3 5 1 0 6 0 0 0 0 0 0 1 2 0 0 3 
83.33 16.67 0.00 100.00 0.00 0.00 0.00 0.00 0.00 0.00 33.33 66.67 0.00 0.00 100.00 
20.00 33.33 0.00 15.79 0.00 0.00 0.00 0.00 0.00 0.00 100.00 20.00 0.00 0.00 9.38 
4 10.00 1 0 11 0 5 2 0 0 6 0 2 1 0 3 
90.91 9.09 0.00 100.00 0.00 83.33 28.57 0.00 0.00 100.00 0.00 66.67 33.33 0.00 100.00 
40.00 33.33 0.00 28.95 0.00 50.00 66.67 0.00 0.00 12.73 0.00 20.00 0.00 0.00 9.38 
5 8 1 0 9 0 5 2 0 0 7 0 5 1 0 6 
88.89 11.11 0.00 100.00 0.00 71.43 28.57 0.00 0.00 100.00 0.00 83.33 16.67 0.00 100.00 
32.00 33.33 0.00 23.68 0.00 50.00 66.67 0.00 0.00 12.73 0.00 50.00 50.00 0.00 18.75 
6 0 0 10 10 0 0 0 40 1 41 0 0 0 19 19 
0.00 0.00 100.00 100.00 0.00 0.00 0.00 97.56 2.44 100.00 0.00 0.00 0.00 100.00 100.00 
0.00 0.00 100.00 26.32 0.00 0.00 0.00 100.00 100.00 74.55 0.00 0.00 0.00 100.00 59.38 
Total 25 3 10 38 1 10 3 40 1 55 1 10 2 19 32 
65.79 7.89 26.32 100.00 1.82 18.18 5.45 72.73 1.82 100.00 3.12 31.25 6.25 59.38 100.00 
100.00 100.00 100.00 100.00 100.00 100.00 100.00 100.00 100.00 100.00 100.00 100.00 100.00 100.00 100.00 
Note. "Level 3 Education is classified as an individual who has completed Primary School and Some High School. 
Table 8. Education Level of AussieRett mothers at birth, in association with their working 
status at two different time points. 
Education Level OR Std. Err. z P>lzl [95% Conf. Interval] 
5 years post birth 2 0.581 0.248 -1.270 0.203 0.252 
3 0.322 0.148 -2.470 0.014 0.131 
15 years post birth 2 0.462 0.308 -1.160 0.247 0.125 
3 0.211 0.141 -2.330 0.020 0.057 
Note. Levell Education was used as the baseline (n = 38) 
Table 9. The relationship between the Birth Order of the child with Rett syndrome and 
whether or not the AussieRett mother was working 5 years post birth. 
Birth Order Not Working Working Total 
1 45 26 71 
63.38 36.62 100.00 
39.13 38.24 38.80 
2 38 30 68 
55.88 44.12 100.00 
33.04 44.12 37.16 
3 18 9 27 
66.67 33.33 100.00 
15.65 13.24 14.75 
4 14 3 17 
82.35 17.65 100.00 
12.17 4.41 9.29 
Total 115 68 183 
62.84 37.16 100.00 
100.00 100.00 100.00 
2 X = 4.36, p = 0.23 
1.340 
0.792 
1.709 
0.779 
Table 10. InterRett Mothers and Fathers Residing Country and Current Employment Status. 
Education Fulltime Part-time Not Working Other Total Fulltime Part-time Not Working Other Total 
Mother Father 
Canada 1 6 0 0 7 4 0 0 0 4 
14.29 85.71 0.00 0.00 100.00 100.00 0.00 0.00 0.00 100.00 
3.45 10.71 0.00 0.00 7.07 9.52 0.00 0.00 0.00 8.00 
United Kingdom 1 13 0 1 15 4 1 0 0 5 
6.67 86.67 0.00 6.67 100.00 80.00 20.00 0.00 0.00 100.00 
3.45 23.21 0.00 10.00 15.15 9.52 20.00 0.00 0.00 10.00 
United States 27 36 4 9 76 34 4 1 2 41 
35.53 47.37 5.26 11.84 100.00 82.94 9.76 2.44 4.88 100.00 
93.10 64.29 100.00 90.00 76.77 80.95 80.00 100.00 100.00 82.00 
New Zealand 0 1 0 0 1 0 0 0 0 0 
0.00 100.00 0.00 0.00 100.00 0.00 0.00 0.00 0.00 0.00 
0.00 1.79 0.00 0.00 1.01 0.00 0.00 0.00 0.00 0.00 
Total 29 56 4 10 99 42 5 1 2 50 
29.29 56.57 4.04 10.10 100.00 84.00 10.00 2.00 4.00 100.00 
100.00 100.00 100.00 100.00 100.00 100.00 100.00 100.00 100.00 100.00 
Table 11. Factors influenced by the residing countries oflnterRett Mothers. 
usa Other Countriesb Total usa Other Countries b Total 
Reduce Hours Fatigue/Stress 
Agree 42 17 59 36 16 52 
71.19 28.81 100 69.23 30.77 100.00 
57.53 77.27 62.11 48.00 66.67 52.53 
Disagree 31 5 36 39 8 47 
86.11 13.89 100.00 82.98 17.02 100.00 
42.47 22.73 37.89 52.00 33.33 47.47 
Total 73 22 95 75 24 99 
76.84 23.16 100.00 75.76 24.24 100.00 
100.00 100.00 100.00 100.00 100.00 100.00 
2 X = 2.79, p = 0.09 2 X = 2.54, p = 0.11 
Lost time due to Appointments Stop Work 
Agree 49 22 71 34 16 50 
69.01 30.99 100.00 68.00 32.00 100.00 
67.12 91.67 73.20 44.74 66.67 50.00 
Disagree 24 2 26 42 8 50 
92.31 7.69 100.00 84.00 16.00 100.00 
32.88 8.33 26.80 55.26 33.33 50.00 
Total 73 24 97 76 24 100 
75.26 24.74 100.00 76.00 24.00 100.00 
100.00 100.00 100.00 100.00 100.00 100.00 
2 X = 5.55, p = 0.02 2 X = 3.51, p = 0.06 
Remain in Same Job Childcare Difficulties 
Yes 29 8 37 36 16 52 
78.38 21.62 100.00 69.23 30.77 100.00 
38.67 34.78 37.76 47.37 66.67 52.00 
No 46 15 61 40 8 48 
75.41 24.59 100.00 83.33 16.67 100.00 
61.33 65.22 62.24 52.63 33.33 48.00 
Total 75 23 98 76 24 100 
76.53 23.47 100.00 76.00 24.00 100.00 
100.00 100.00 100.00 100.00 100.00 100.00 
2 X = 0.12, p = 0.74 2 X = 2.72, p = 0.10 
Note. ~ 2 = Pearson chi2(1) 
a United States. b Canada, United Kingdom, Australia & New Zealand. 
Table 12. Factors influenced by the residing countries of InterRett Fathers. 
usa Other Countries b Total usa Other Countriesb Total 
Reduce Hours Fatigue/Stress 
Agree 15 4 19 8 3 11 
78.95 21.05 100.00 72.73 27.27 100.00 
33.33 44.44 35.19 18.60 33.33 21.15 
Disagree 30 5 35 35 6 41 
85.71 14.29 100.00 85.37 14.63 100.00 
66.67 55.56 64.81 81.40 66.67 78.85 
Total 45 9 54 43 9 52 
83.33 16.67 100.00 82.69 17.31 100.00 
100.00 100.00 100.00 100.00 100.00 100.00 
2 X = 0.41, p = 0.52 !I? = 0.97, p = 0.33 
Lost time due to Appointments Stop Work 
Agree 28 6 34 5 0 5 
82.35 17.65 100.00 100.00 0.00 100.00 
65.12 66.67 65.38 11.11 0.00 9.26 
Disagree 15 3 18 40 9 49 
83.33 16.67 100.00 81.63 18.37 100.00 
34.88 33.33 34.62 88.89 100.00 90.74 
Total 43 9 52 45 9 54 
82.69 17.31 100.00 83.33 16.67 100.00 
100.00 100.00 100.00 100.00 100.00 100.00 
!I?= 0.01, p = 0.93 !I?= 1.11, p = 0.29 
Remain in Same Job Childcare Difficulties 
Yes 36 6 42 12 4 16 
85.71 14.29 100.00 75.00 25.00 100.00 
81.82 66.67 79.25 26.67 44.44 29.63 
No 8 3 11 33 5 38 
72.73 27.27 100.00 86.84 13.16 100.00 
18.18 33.33 20.75 73.33 55.56 70.37 
Total 44 9 53 45 9 54 
83.02 16.98 100.00 83.33 16.67 100.00 
100.00 100.00 100.00 100.00 100.00 100.00 
!I?= 1.04, p = 0.31 !I?= 1.14, p = 0.28 
Note . .X 2 = Pearson chi2(1) 
a United States. b Canada, United Kiiigdom, Australia & New Zealand. 
Table 13. InterRett Mothers and Fathers Education Level and Current Employment Status. 
Education Full time Part-time Not Working Other Total Full time Part-time Not Working Other Total 
Mother Father 
Higher Education 17 20 2 4 43 22 3 0 0 25 
39.53 46.51 4.65 9.30 100.00 88.00 12.00 0.00 0.00 100.00 
60.71 37.04 50.00 40.00 44.79 53.66 60.00 0.00 0.00 51.02 
School Accreditation 2 12 0 1 15 3 0 0 0 8 
13.33 80.00 0.00 6.67 100.00 100.00 0.00 0.00 0.00 100.00 
7.14 22.22 0.00 10.00 15.62 7.32 0.00 0.00 0.00 16.33 
Vocational & Training 2 10 0 1 13 10 1 0 0 3 
15.38 76.92 0.00 7.69 100.00 90.91 9.09 0.00 0.00 100.00 
7.14 18.52 0.00 10.00 13.54 24.39 20.00 0.00 0.00 6.12 
Unknown 7 11 1 4 23 6 1 1 2 10 
30.44 47.83 4.35 17.39 100.00 60.00 10.00 10.00 20.00 100.00 
25.00 20.37 1.85 40.00 23.96 14.63 20.00 100.00 100.00 20.41 
Total 28 54 4 10 96 41 5 1 2 49 
29.17 56.25 4.17 10.42 100.00 83.67 10.20 2.04 4.08 100.00 
100.00 100.00 100.00 100.00 100.00 100.00 100.00 100.00 100.00 100.00 
Table 14. InterRett Mothers and Fathers Education Level and ANZSC08 employment level. 
ANZSCO Level 
Education 1 2 3 4 5 Total 1 2 3 4 5 Total 
Mother Father 
Higher Education 32 0 0 0 0 32 24 4 0 0 0 28 
100.00 0.00 0.00 0.00 0.00 100.00 85.71 14.29 0.00 0.00 0.00 100.00 
78.05 0.00 0.00 0.00 0.00 57.14 80.00 44.44 0.00 0.00 0.00 58.33 
School Accreditation 2 0 0 2 0 4 1 1 1 0 0 3 
50 .. 00 0.00 0.00 50.00 0.00 100.00 33.33 33.33 33.33 0.00 0.00 100.00 
4.88 0.00 0.00 33.33 0.00 7.14 3.33 11.11 20.00 0.00 0.00 14.58 
Vocational & Training 4 1 3 3 1 12 0 3 3 1 2 9 
33.33 8.33 25.00 25.00 8.33 100.00 0.00 33.33 33.33 11.11 22.22 100.00 
9.76 100.00 75.00 33.33 100.00 21.43 0.00 33.33 50.00 50.00 100.00 18.75 
Some High School 0 0 0 1 0 1 0 0 0 0 0 0 
0.00 0.00 0.00 100.00 0.00 100.00 0.00 0.00 0.00 0.00 0.00 0.00 
0.00 0.00 0.00 11.11 0.00 1.79 0.00 0.00 0.00 0.00 0.00 0.00 
Unknown 3 0 1 3 0 7 5 1 1 1 0 8 
42.85 0.00 14.29 42.85 0.00 100.00 62.50 12.50 12.50 12.50 0.00 100.00 
7.31 0.00 25.00 33.33 0.00 12.50 16.67 11.11 20.00 50.00 0.00 16.67 
Total 41 1 4 9 1 56 30 9 5 2 2 48 
73.21 1.79 7.14 16.07 1.79 100.00 62.50 18.75 10.42 4.17 4.17 100.00 
100.00 100.00 100.00 100.00 100.00 100.00 100.00 100.00 100.00 100.00 100.00 100.00 
Note. 8 Australian & New Zealand Standard Classification of Occupation. 
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